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SUMMARY

This teatimony L& 4in asuppont of S2053,
Implications of the BLfE's vanious constifuency groups ane addressed

as well as a bried neview of Communiiy Services fon Retanded persons

in Rhode Isfand,



George W, Gunthen, Jn.'s Background:

In the fwenty-five yeans that Mr, Guathen has been in the f{ielfd
of retfandation, he has had the opportunity fo neview seavices frhom a
variety of perspectives, Finst, he 43 the parent of a twentfy-five yéan
ofd woman who is netanded, and resddes at the Dn, Joseph H, Ladd Center
of which he {8 the Chief Administrative Officer. He is a pasi Board
Member of the National Association of Retanded Citizens, and a pasi Boarnd
Member of the American Association on Mental Degiciency.
Pr. Robent L, Carnf, Jn,'s Background:

During his §ifteen year professional career, Dn. Carnk has both,
directly administened insatitutional setiings in Massachusetts and Ohlo,
and been nesponsible fon the development of various community senvices
in Rhode Tsfand. He has senved as a consulianit fo the Unifed States De-
partment of Justice, numerous state and privafe agencies, and Lo variows

professdional and parenf-consumen ghoups.




In the 1850'4, Da. Samued Gridfey Howe estabfished the {inst pubtic
dnstitution for retanded citizens in this countny. UWithin ten yeans,

Dr. Howe had publicly decried this acition, and caffed for the closure of
this facility. He correctly predicted the inhumanity and inappropriatencss
of inatitutional care which has faced our refarded chifdren and faiends

fon this past centuny and a quartex.

Although Presdident John F. Kemnedy promoted new national policies in
the 1960's Zo improve our nation's capacity fo care for our Least fontunate
citizenny, 1965 saw the publication of a book* in graphic pictorial format
which documented our {nhumanity to institutionafized retarded citizens.
When Bengd Ninfe, Dinector of Sweden's organizatfion of parenis of netarded
children, visited the uUnifed States in 1969, he compared the many public
dnatitutions housing retarded persons with Nazi Germany's concentraiion
camps .

In 1973, the Fedenal Goveanmeni made a mafor commitment to insii-
Litionad care for netanded . citizens through the Medicadd progham. From
this date forwand, Federal funding has been avaifable Lo all atates fon
centain institutional and other services. During the past decade,
hundreds of miflions of Federal doffars have been spent in these state
institutions. From 1973 to 1963, we afso saw a population reduction in
pubfic institutions fon refanded cifizens by more than 50,000 pesrsons.

At this time, fewer than 115,000 persons remain fn these public
facilities. This population reduction has been the direct result of
dozens of Federal fLaw suwifs, as welf as moxe enlightered stafe fegisfation
in nesponse to Fedenak Courf decisdions.

For years, most professionals in the netardation fiefd have agreed 4n

favon of community cane for pensons with aetandation. Most of ws have preached

*Blait, Burton, Christmas in Purgatony, Longman, Tnc., New York
New York, 1965
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the dual messages of mone humane care and fower per person expendifuned.
Yet many peopfe and most ongandzations fnvofved in retardation services
are apparently Zemnibly threatened by the mexe submission of a piece of
Legistation [82053) designed Lo promofe communiiy services fon hefanded
eitizens, and halt the expenditure of millions of doflans on clearfy scanda-
Lows institutional cane nationwide. In state afien state, media exposes
Federal and State Law suits, advoeacy ghoups compfaints allf doeument negu-
Lanky and publicly the shame of these institutional services. Even the
present United Statfes Depantment of Justice avowedly non-interventionisi
and non-Litigational in posiure, has documented ithe disghace of public in-
stitutional services fon retanded citizens 4n sfate aften sifate throughoul
Zthe country.

We wonden what the opponents of S2053 fean? Sunely, they cannot
favor the past on present conditions? We propose that the §ollowing be
considened, -

The Community Liﬁiﬂg Amendmenis Act appeans 1o be a progressive piece
of Legislation supponted by the National Associaiion of Retarnded Citizens,
1§ this is s0, why {8 Lt that Senatons and Congredsmen have neceived 50 much
mail against the proposed Legistation? N

1t L6 the intention of this festimony to avedid a £ine by Line J:au.éew 04
the proposed Legisfation and fechnical aspects and 1o address the broaden
Amplications as we 4ee Li,

Oven the Last decade in the Unifed States, over some 50,000 persons have
Legt institutions and returned to the community. There now remaind about
115,000 persons in institutions fon the netarded. This Legislation addresaes
the 115,000 persons in eddition fo preventing thousands of othens fnom en-
ternding Ainsiitutions 4in the futune.




This Legisfation encounages the development of a community based
resdidential and day senvice stpstem to neplace the institution. In Looking
at the United States on a state by state basis, the community bosed resi-
dent and day sexvice sustem, eithen does nei exist in some stated, on exists
in a pontion of the states, or L& an fncomplete system in many stafes where
it does exdist,

Over the Last decade (4ince the beginning of the ICF-MR program] states
have been aucaq}r.aged to, and indeed have made huge financdial {nvestments in
institutions, both in improvements to the physical plant and increases in the
stadf. :

The professdonal groups and pensond who are apposed Lo this Legislation,
naise some Legifimate technical concerns about the efement of the Legisfa-

Lion, buit the primany thrust of the bill 4s accunrate and basdcally haises

a mafon poficy Jissue don the Unitfed States Federaf Govennment, such as, should
the Federal Governmment continue fo invest huge sums of money 4in a system of

care - such as Lange multi-purpose WMGM ~ when alf the evidence and pro-
fessional body of knowfedge recognizes this as a sysiem that has owtbived its'
usefulness to the citizend who are netanded in the United States?

14 one wenre to posdit the answer as NO, we should not continue fo invest
this money in this kind of a system, then one needs to address the eloments
04 a bill that can effect the deba&amemt of a proper communily based system
with the corresponding reduction of institutional services in an ordenly manneh.

The efements need fo address these broad concenns:

Retarded Ciiizens - They need a safe, properly Aupmﬁi.wd home with

sufficient trhealment services and a "home" atmosphere, such as a fourn fo
4ix penson home fon most, but not all, Senving nefarded persons L5 not

a geoghaphic issue whene one part of a sdafe or counfry can serwe and the
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other part cannot. Any senvice that can be defivered in an institution
ean be defivered in any nedighborhood in Amerdea. |

Panents and Family - They need assunance that a propen home will exist

and be propentfy supervised and a systfem of derwdices are Ln place be-

fore you can expect them Lo embrace an unknown progham. Emphasdis

should be placed on mab.{.ng as many clients as possdible Lo community setliings
as fast s possible in an onderly mannen, nathen than emphasizing the
closing of anything. 1§ the openings ane succesdfuf, the closings will
simply foLlow, | |

Inatitution Based Professionals - As maﬁamﬁg mentioned, professdionals

who work in inatitutions have participated in hefping to move over 50,000
pendons {nte the community. The chonus of concerns thai 48 bedng radlsed
by these gnoups nequine assurances that ifhe communily system will have Zhe
capaclly and willingness Zo serve medically complex persons, medically
gnagite olden persons, and netanded persons who exhibit some behavion
problems., ‘

Community Based Profdessionfs - Just as the inslitdiion based professionals

assisfed . £n placing 50,000 netanded perdond 4n the commundily, community
based professdionals paridicipatfe in pnobi.d.{ng senuices fo these persons
who are now Living in the community. Most of the clients, nefatively
Apeaking, have been the most capablfe clients in the inslifution, With
£ess capabfe clients now entering the communiiy, they need aséwrances that
staff tnaining and specialized suppont services will be available to sus-
tain the nedtonded persons in the community. They also need asswrances
that the over ninety percent who abready Live in our neighborhood wikf not
have services neduced as a nesuld o4 the expanded services fon fonmerly
institutionalized pmam.




Governon's Offices and Legisfatunes - Taemendows support grnom Governons

and Legistatunes throughout the country has nesubted in huge investments
of money in the - instiiulions to bnring them to the Federally mandated
ICF-MR sfandand. nich improves the services and insurnes the continuation of
over §if Ly percent fedenal neimbursement. . |

Thes2 groups need assunance that some nefief would be avaifable Zo
assist the states in the paybach of the bonds Lf these facilities wene no
Longen used, 1In addition, assistance needs to be mnﬁided to states Lo
develop neutilization plans for the institutions which generaffy have huge
neal estate value.
Communily Acceplance. - Mamae;& need Lo be p»m;.u'.ded to the community -

at - Lange to dinsure all pensons that retanded pexsons wifl be assimifated

in communities to avoid having too many retarded persons Lii)iug An one

Location, P&npa& Aupaﬁ}.i;{fsiﬂﬂ needs to be assured to alleviate feans of

"dumping" perdons in their neighborhood,

Unions - To the exfent possdible,discussions need Lo be encouraged that

could nesubt in he-training the emperionced institutional staff to work

4n the new gommunity based Locatfions,

In conclusion, the basic efements of S2053 are farn neaching, Long over~
due, and conrect. To our knowfedge, the majorn organdzations involved, suppont
the basic concepts of Zhe BLLL, but need assurances, such as, we have previowsly

desenibed in this document.




In support of fhese contentions, we brieffy diseuwssed below some of ouwr
expeniences 4n our home state, _

In Rhode 1sfand, we have seen a dteady, planful decline in the institu-
Lional pnpu-Ed.t—im and a concurrent inchease in commundly senvices. In 1970, thene
werne 1,260 perdons .Ei:.;ing at the Ladd Center, ouwh sdingle sfate netardation in-
stitution. Today, fewer than 400 persons STl Live at the Ladd Centen. Future
developments, now in proghess, call for funther popufaiion heductions to fewer than
200 pensons by 1985,

Since 1979, over elghty small commundity hesidences for fourn Lo A4x nefarnded
persons have been established in Rhode Tsland. Duning this same time, over wo
hundred new apariment sellings have been estabfished, Today, more than edght
hundred netarded citizens Live in fubly on pantially assisted community nesidences
About 2,000 retanded adults attend various devefopmenial oh vooational deiy
senvice proghrams threughout the state, A statewdlde Eanly Tntervention Progham
senvices over 300 disabled infants and thein families. Respite care senrvices, genetic
counselling, familty subsidy payments Zo keep netarded persons at home, social sen-
vices, behavioral training, and specialized health and dental Ami.ric;:a are abld
available ﬂﬁaughamt oun Atate.

Much p&ag&ua has been made, mone nemains 1o be accomplished, Primanily,
however, owr experience in Rhode Taland shows that a combination of nesponsive-
ness from the Governor and General Assembly, &«ﬁang advocacy from pw'r.anu and
fniends, neasonable pm;, and {mplementation sirategies and a generows and
carding public, can provide decent, dignifdied, and cnai—aﬁﬁeu‘iﬁe senvices fon
oun netanded citizens. We can settle for nothing Less.

52053 on some neasonable ﬁ&.uimiza, will promote these kinds of community

based senvices nationwide.



